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After diagnosis, many avoid or delay pursuing support because of feeling sick, 
being overwhelmed with the idea of speaking to others, wanting to maintain 
privacy, or feelings of denial or discomfort with posting publicly about cancer.  
Eventually, the need for support post-treatment and a return to “normal life” 
draws young adults to social support platforms. Many wish they would have sought 
online support sooner.  
Initiation with Online Support
The internet holds promise for finding connections when needing someone who 
truly gets it or AYAs are not feeling up to seeing other friends. Yet, finding these 
connections can be difficult. Many young adults turn to known, familiar sources – 
Google, Instagram, or Facebook – to try to find someone going through a similar 
experience after treatment. 
“I was really weak...I couldn’t really 
go out to hang out with my friends, 
so the only way I can... talk about the 
treatment and other cancer-related 
stuff was through the online resources”
Use of social media often complements support from one’s close network; talking with someone who truly knows your 
experience helps in unique ways. Hearing it from someone who really gets it offers different – and welcomed – support.  
Social media provides access to around-the-clock and around-the-world support from people with shared experiences or 
diagnoses. Seeing the emotional journey of others navigating their cancer care continuum can reduce isolation.  
Many AYAs express concerns with familiar support apps about: data consent and privacy; medically inaccurate information, 
especially about diets and supplements, presented with authority; and excessive notifications. Resources and newcomers get 
lost among the sea of messages and it can be hard to trace comments back to their original message in a group forum.  
Our research team interviewed 45 young 
adults affected by cancer (ages 18-39, 
diagnosed 15-39) across the United States. 
During our video interviews, we asked each 
young adult about their experience with 
online support and desires for an ideal 
adolescent and young adult (AYA) cancer 
peer-to-peer support app. 
Below are key insights from the discussions 
conducted by Dr. Allison Lazard 
(lazard@unc.edu) and team. 
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“…the reason I started getting into 
the online groups was because a 
friend of mine connected me with 
a friend of hers, who had the same 
kind of cancer or similar cancer 
that I did.”  
Beginning to use online support is often thanks to a suggestion from a family 
member with cancer, a nurse navigator, an oncologist, or psychologist. Keep 
recommending, friends! Efforts to connect young adults with peer-to-peer 
resources are needed. 
“Some women were just so strong, 
showing their scars from their 
surgery, you’re, like, ‘oh no, I can’t 
handle that yet. I don’t want to see 
that,’ so I would move on to the 
next [group].”  Benefits and Downsides of Existing 
Support Apps
“The interesting thing about cancer is you’re thrown into being part of a club that you 
never wanted to join. And with that, there’s a whole gamut of people and there could be 
people that just aren’t your people, right? Just because you have this thing in common, 
doesn’t mean that... you could be a part of this club that nobody wants to be a part of, 
doesn’t mean you actually get along or have a similar worldview.”
Size of the group and having common experiences are key with any discussion 
– it can be hard difficult to connect with people where there are many different 
personalities present. AYAs get the most out of peer-to-peer support when they 
find a relatable, well-knit community.  
Social support apps can help make long-lasting, meaningful connections by 
continuing conversation outside of in-person group settings. However, it is difficult 
to tell if users are still active or available. Cues for who is “active” or in the same 
area can help peers connect.   
“I think a lot of anxiety 
around cancer is produced by 
the uncertainty of it and the 
uncertainty of every step that 
comes with it. So, having a space 
where people... ease your anxiety 
about that next step [is nice]...”
AYAs want to connect on shared experiences, mainly with those who have 
their same diagnosis. Many desire ways to signal and encourage inclusivity 
to connect based on age, racial or sexual identity, and even dating or 
marital status to talk about what’s happening.  
Desires for Online Support Platforms
Some AYAs need a user-friendly platform separate from existing apps 
(e.g., Facebook Groups) dedicated to making connections – for sustaining 
online relationships or building ones that could lead to real world meetups. 
These dedicated apps would also prevent AYAs from having to tediously 
“cobble” together support from a bunch of other current platforms. 
“Sometimes people will post in the 
group at two o’clock, three o’clock 
in the morning and if I’m up, I 
respond, because they’re clearly up 
worrying and sometimes talking to 
someone else will calm your nerves.”
“I wish there was a platform that 
we can just connect on to share 
[cancer] experiences.” 
Many have grown accustomed to the user interfaces of social media apps. On new platforms, AYAs desire elements 
from pre-existing apps to be incorporated into a cancer support app, such as: the ability to post photos, use Bitmoji 
in lieu of an avatar for a profile, even a built-in video chat function to bridge the gap of physical distance between 
individuals with rarer forms of cancer all while maintaining the privacy of users.  
Chats are great for initial connection and crowdsourcing responses. Young adults would also like notification system 
for updates – so you know when to check back! – and options for smaller, more personal breakout conversations. 
Dedicated chat topics are also welcome to give AYAs a space to talk with peers going through similar treatments, 
or share about experiences with cancer and the job market, recommended books, diets, financial assistance, general 
advice, and even links to meditation and mental health resources. 
There is a need for easy access to external, reliable resources, including directions to finding/starting new support 
groups and accessibility to nurse navigators. Several AYAs highlight the critical need for online moderators for 
“non-judgement zone” discussions. Additionally, many social support app users desire warnings on any promoted 
medical product posts by non-medical professionals.
Joining new platforms can be time intensive. Create deferable sign up and let AYAs flesh out a full profile at a later time. 
